Patient-centered care and patient engagement in research
========================================================

Health care reforms calling for greater focus on disease prevention, health promotion, and shared decision-making, coupled with a fundamental shift in health care from episodic acute care to chronic disease management, create unprecedented opportunities to re-center health care on patients and their needs and preferences. Patient-centered care is responsive to the values, preferences or wants, and expressed needs of the patient with sensitivity to patients' cultural and social values.[@b1-ppa-9-1061]--[@b3-ppa-9-1061]

In parallel to the patient-centered movement in health care delivery, increasing attention and resources have been devoted to engaging patients in the research process, based on the notion that patient engagement in designing, implementing, and disseminating research will facilitate translation of research into clinical practice to improve the value of research for patients.[@b4-ppa-9-1061]--[@b11-ppa-9-1061] The science of health care delivery emerges here at the intersection of research and practice, and is squarely focused on building the evidence base for best practice, which includes a keen focus on patient experiences and preferences. It has been argued that patient engagement in research, to better understand the questions and outcomes of relevance to patients, is crucial to inform patient-centered care.[@b12-ppa-9-1061],[@b13-ppa-9-1061]

A recent systematic review of existing evidence, commissioned by the Patient Centered Outcomes Research Institute, summarizes strategies for identifying and engaging patients in research, and describes common related benefits and barriers. This review organized research engagement into three phases of research: 1) preparatory phase, involving agenda setting and research prioritization; 2) execution phase, involving development of study design, methods, and analytic approach; and 3) translation phase, involving evaluation and implementation and dissemination of results.[@b14-ppa-9-1061]

As investigators pursue greater patient involvement in their own research efforts, it is essential to connect with relevant patient groups to better understand their needs and preferences with regard to engagement in the various phases of research. As a preliminary step in this direction, in February of 2015, we conducted a focus group discussion around patient engagement in research with members of a community group of patients living with heart disease, with the intent to inform our plans for engaging patients in our ongoing program of research in cardiovascular epidemiology. Traditionally, epidemiological research is somewhat removed from the patient experience. However, with the growing recognition of the important role that patients can play in defining relevant research questions, implementing research in a patient-centered fashion, and providing an organic network for dissemination of research findings, there is movement toward greater patient engagement. Herein we describe our preliminary experiences with patient engagement to showcase an example for other investigators starting on this path, to highlight the value of patient engagement, and share patients' perspective on involvement in research efforts.

We brought a series of questions around patient engagement in the various phases of research to the Rochester Coronary Club, Inc. (RCC), a standing community-based support organization for patients and families affected by heart disease. Developed under an American Heart Association grant in 1979, RCC encourages heart patients to reach their full potential by supporting patients and families through normalization and education. In addition to unstructured time for fellowship, monthly meetings are comprised of formal presentations and open discussions with experts in heart health. This has included cardiologists and internists as well as dieticians, nutritionists, exercise physiologists, pharmacists, and psychologists. Chaired by a community member with no medical certification or education, the RCC board consists of both lay community members and employees from the local medical centers serving cardiac patients. Patients and families are made aware of RCC during cardiac related in- and outpatient visits via word of mouth and a brochure listing local and national cardiovascular support resources, and monthly postcards and email reminders are sent to those who have expressed interest. Approximately 40 members attend RCC meetings each month.

During the February 2015 monthly meeting of the RCC, one of our study team members provided an overview of the focus group topic and individuals were offered the chance to participate. Potential participants indicated their interest by leaving their name and contact information with study personnel. Ten individuals participated in the focus group, which was held in March, 2015. Information regarding the purpose and goals of the focus group was shared with participants upon arrival, and participation consent was verified and documented. A qualitative research expert on our team facilitated the focus group using questions and prompts from a semi-structured interview guide. Questions and discussion focused on how participants may wish to be involved in the planning, conduct, and dissemination of research related to their medical condition(s), as well as how they feel others affected by cardiovascular disease may wish to be engaged. Discussion was transcribed in real-time by communication access real-time translation and summarized by our research team. Focus group responses were reviewed independently within each question series (planning, conduct, and dissemination of research) and consistent themes and notable comments were identified.

Patients' perspective on involvement in research
================================================

Herein, we share a summary of our discussion with members of RCC, which provides insight into patients' perspectives on and interest in involvement in research efforts. The focus group involved ten (five female, five male) adults actively involved in RCC. Half of the participants were aged 41--60 years; the remaining were aged 61 years or older. The majority of participants described themselves as non-Hispanic white. A semi-structured focus group guide was developed that probed for willingness to participate in the three phases of research described in the aforementioned systematic review. The themes identified in review of the focus group discussion centered on the phases of research that patients may be involved in. We summarize these themes herein, with the goal of delineating degrees of interest expressed for engagement in each phase.

Preparation phase
-----------------

Participants expressed eagerness and willingness to engage with researchers in the preparation phase of research studies. Several participants discussed concerns that research topics were not necessarily patient-centered nor reflected needs of patients. Consequently, they were interested in providing input on research topics to ensure that the research questions and outcomes were relevant and meaningful to patients. As one participant stated: "I don't think there's been a great deal of patient involvement in research. \[...\] if it's going to be for the patient, how you do it and what you look for should be information provided by the patient."

The participants easily described a range of research questions that they believed as important and relevant. Examples of topics included understanding the long-term effects of cardiac medications, using genetics to identify populations at risk for heart disease, and exploring sex difference in cardiac rehabilitation attendance. Additionally, participants thought that research studies should include a diverse study sample.

Execution phase
---------------

In contrast to the preparation phase, participants had a harder time conceptualizing what their role could be in the execution phase of a research study. Participants were unaware of how study participants are typically recruited. They reported being willing to assist in recruiting study participants if they were provided appropriate support and guidance. When given the example of possibly interviewing subjects for a qualitative study or as a part of a survey, the focus group participants expressed a willingness to assist, but this was not an activity they have experience with.

Translation phase
-----------------

Participants expressed a dedication and willingness to assist in dissemination of research findings to both patients and the scientific community. Many of the participants actively participate in educating others about heart disease. For example, several discussed sharing their story of heart disease at faith-based organizations or with patients in the clinical setting. They shared ideas of how to disseminate research findings through these avenues. The participants were adamant that an important part of dissemination was translating the research findings into language that could be easily understood by patients. As one participant stated: "Sometimes when people write research, other people don't understand it. It's helpful to edit it just to make sure you understand what the people are trying to say."

The participants stated a willingness to assist in this process.

Several of the participants expressed a desire to participate in scientific meetings and assisting with presentations, but the cost of attending a scientific meeting is often prohibitive. One participant described his experience participating in a scientific meeting positively: "I was sent to a four-day, national conference on patient-family centered care. It was an amazing educational opportunity to be there with other patients and many well-known medical people. And I think for us to be able to have that opportunity without a \$500 bill, it would be wonderful."

A solution discussed was integrating into grant budgets the cost of attending conferences for patient stakeholders.

Conclusion
==========

The RCC is a highly engaged group of patients who have been actively involved in research previously. They admitted that their willingness to engage in the research process might not be representative of all patients. Regardless, they represent an important patient voice and could greatly enhance the patient-centeredness of the research process. Specifically, our conversation with members of the RCC sheds valuable light on how and when we might engage with patients to inform our program of research moving forward. Overall, participants were actively engaged in the conversation, suggesting a general interest in being involved with research matters. Consistent with what is known from the literature,[@b5-ppa-9-1061] members revealed greater understanding for engagement during the preparation and translation phase of the research process. As the conversation revealed opportunities for engagement in the implementation phase of research, members seemed to show greater understanding for involvement in this phase of research, underscoring the importance of pursuing these kinds of discussions very early in the research process.

This preliminary conversation will guide our ongoing efforts toward greater inclusion of patients throughout the research process. In continued partnership with this organization, we will be able to vet research ideas, engage interested members in active involvement in research implementation, and develop effective strategies for meaningful dissemination of research findings. As health care continues toward greater patient-centeredness and integration with health care delivery research, authentic patient engagement in the research process will ensure prioritization of research efforts to meet patients' needs and to pave a more ready path to translate research findings into improved patient care.
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